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Let Them Hear You! "It's important for people with celiac disease to make themselves known. At our campus, only about four students
contact me each year to request GF services. However we know the incidence of celiac disease 1 in 133 persons, so there must be at least 300 more students on campus…but the fact remains we can't help them until they talk to us. But in a campus of 40,000 it's not financially viable for us to bring in special services for .01% of students." -Dietitian at 40,000 student campus "Question to Ask" for details). However since the act was not designed for celiac disease, so the benefits can be hit or miss. Many students who did were able to get larger rooms or "exceptions" to the normal rules that govern students such as limitations on cooking equipment in the dorms. It's a worthwhile conversation exploring with administration at prospective colleges.
Dining Services: The individual in dining services who heads the GF diet can be different at every campus. Some have a registered dietitian, food service director, and still utilize the head chef. Ask to speak with the person who handles food allergies on campus. If possible, ask to experience a GF meal when you tour the campus. That way you get a general understanding of what you can expect day to day on campus.
In the end, the department that's most involved is the dining hall. However every college handles the GF diet differently. For example, some dining halls won't assist you until you've received a letter from health services. Others require a meeting with all the different departments. Some colleges may direct you immediately to dining services, but it's worth checking in to make everyone in the administration aware. Every administrative person who provided insight recommended it doesn't hurt to check in with all parties.
College Tours
New students and parents need to ask questions from the very start. When you visit prospective schools, tour the dining hall that you'll be using.
Keep in mind larger campuses may have multiple dining halls and still others limit which dining facility your meal plan is good at…be sure to ask the tour guide how the system works. It's also important to remember that on some campuses, only one or two dining halls may accommodate the GF diet…but how close is that dining hall to where you'll be living? Will you have to walk 20 minutes every morning in order to have breakfast?
Analyzing the dining hall should begin at the tour. Ask the guide how the college accommodates allergies-but don't stop there. When you're in the facility ask the staff serving, "What food is GF?" If they can't answer you, that's a sign you'll need to be your own advocate in numerous ways. See worksheet for questions.
While you're on campus for the tour, ask if you can schedule a GF meal for you and your family. That way you can experience how the dining staff provides for celiac students on campus. Did they cook you a separate meal in the back? Were you limited to the salad bar? Or is there a GF section of the cafeteria?
Also, stop into nearby grocery and convenience stores. While dining services may provide the bulk of your meals, realistically you'll want snacks and on-the-go meals in your dorm room for off hours. Check out the offerings of local stores as well as how close they are to you. Consider how you'll get there (Walk? Drive? Public transportation?). If the grocery store has slim pickings, talk with a manager and see if there's an option to increase offerings.
Campus Dining
Most people make the mistake of only connecting with the head chef, dietitian, or dining services manager. While they oversee the operation, the managers are not the ones preparing and serving your food. Managers/head chefs are an excellent resource on ingredients and on things should be done, but when it comes down to it, it's the front lines who will be your greatest day-to-day ally.
By Rebecca Panzer, MA, RD, LD In educational collaboration with the Celiac Center at Beth Israel Deaconess Medical Center Preparation: As one student from Pennsylvania said, "Just because a dish Mom made was ok to eat, doesn't mean dining services prepares it the same way." He quickly discovered that even vegetables need to investigated after he found out the staff steamed them using leftover pasta water. Another student in Connecticut discovered the eggs she had been eating every morning were the culprit for her sickness. She realized the advertised "GF eggs" were being cooked after a batch of pancakes… Be sure to double-check everything because you never know how it was prepared.
Gloves and Serving Utensils: Watch the staff. Do they change gloves between serving the breaded chicken and the grilled? Do they use the same tongs for multiple types of food?
Ingredient Labels: Check if the school labels the food it serves, however look closely. Do they label every ingredient? Allergens? One student from Massachusetts grew frustrated after she realized the dining hall was being inconsistent, "They would label that a food had soy but they never explicitly stated they were using 'soy sauce' which has gluten…" Other students expressed the need to look beyond the label. As one young man said, "The ingredient list would say it has BBQ sauce in it…well what's in the BBQ sauce?" Accommodations: Students expressed a desire by the food staff to accommodate the GF diet; however the accommodations varied and were not always realistic to the student's preferred, spontaneous lifestyle. Be sure to ask the manager how they make dining services work for you:  Will they make you a meal in the back? (NOTE: This may take an extra 20 minutes).  Do you need to supply your own GF food or do they have food on hand?  Do you have to call ahead?
Talk to Other Students: If you want to know how things really work, ask the head chef, dietitian, manager, or head of residential life to put you in touch with other students with celiac disease or food allergies on campus. They can provide you with information about how they live day-to-day on campus and what you can expect as a student.
What's Up Doc(s)?
Before going away to school, be sure you're in regular contact with your physician(s)-both primary care physician and gastroenterologist. These professionals can help you navigate some of the administrative necessities of college such as providing documentation that you have celiac disease. But do it early! If you wait until the last minute, you might end up going to college without accommodations in place. Contact them early with your request. Don't forget about your dietitian! Dietitians have training in both food service administration and medical nutrition therapy. Meaning they speak the language of celiac disease and dining services. Keep in touch with your dietitian. They can help you tailor questions for dining services and figure out which foods you can eat and which ones to question.
Finally, try as you might, at one time or another, you will most likely experience the side-effects of the ingesting gluten while on the college campus. Make sure to have a plan about where you will go in case you need care. Don't wait until you're sick! If you live very close to your primary care physician from home (ie: within 30 minutes) you're in good shape. But if you live farther away, consider seeking a physician in the area for emergencies. If you use the college's health center, you may have to make gentle reminders to the staff about celiac disease (ie: the need for gluten free medications).
Important Note for Parents
New HIPPA laws make it legally impossible for parents to talk to the health center staff without your child's permission (since your children are over the age of 18). Your children need to make sure all medicines that they are prescribed or that are purchased over the counter are gluten free. Cooking in a cubicle can be a bit of a challenge, but students have found some great tools to help them along the way.
Micro-fridge:
This handy appliance is a gift to celiac everywhere. It is a mini-fridge with a built in microwave and a larger than usual freezer. The last component is crucial for those following the GF diet. This allowed students to store GF food in their dorm and avoid multiple trips to the grocery store. Many students kept their micro-fridge after moving into an apartment to allow for them to have a safe place to store their food.
Microwave:
Microwaves are the college student's greatest ally when it comes to meal preparation. Be wary about microwaves that are public use. Often these are cleaned irregularly and are a hot spot for gluten contamination if you're not careful. If you're using a microwave that's for multiple students, wipe it down before diving in. Or put in a request to residential services to have them clean it regularly. Either way, keep your eyes peeled.
Most campuses allow students to have a microwave in their dorm room. Some students opt to have their own personal microwave but most end up sharing with their roommate due to space considerations. If you end up sharing, be sure to discuss issues of cross contamination with your roommate. Similarly to above, no one likes to clean microwaves as often as they should be. To minimize this issue, set a rule that each of you will cover their food with a plate or paper towel to avoid splattering (and to keep residue from falling in your food). Try to clean it as often as you can to avoid any complications.
Pasta and/or Rice Cooker: Some students use a microwave pasta and/or rice cooker. These are available through various stores for about $10-$15. However they're very similar to cooking these items in a covered, microwaveable bowl. It may take some experimentation to get the texture and consistency of the food just right but don't be afraid to play with these items to allow you to have more inexpensive food at your disposal 24/7.
Foreman Grill: For some students, items similar to a Foreman Grill were crucial to their college diet. However, most colleges do not approve of these appliances. Be sure to check with your college before you purchase one. If you feel you have to have it in order to prepare your food, ask if you can cook with it in certain areas (ie: common kitchens) or if there's any way to work around the rule. .
Toaster:
While dorm rooms usually do not allow students to have toasters, they are a must for apartment life. Be sure to purchase your own separate toaster and label it GF to avoid having your roommates contaminate it.
Cleaning Supplies: This is a must (unless you plan to do a lot of laundry). Students were unanimous in their recommendation that incoming students with
Elevator Speech
Explaining CD and the GF diet doesn't need to take anymore than a few moments. Here are some helpful "quick and dirty" explanations: celiac disease purchase their own clean cleaning supplies such as sponges and towels. Many students told stories of sponges full of flour and unclean pans being dried with community towels. In order to limit cross-contamination, purchase your own set of cleaning supplies, label them, and keep them separate from your roommate's.
Plates/Silverware and Pots/Pans: This is another must (unless you're a dishes fanatic). This is another topic where students unanimously advised incoming students with celiac disease to purchase their own cups, plates, silverware, pots, and pans. Students who didn't purchase their own said they always washed these items before and after using them which resulted in a lot of extra cleaning. They reported doing this because they saw how their roommates washed dishes and couldn't trust them to make sure they were GF. Students who purchased their own said they stored them in a separate giant Tupperware tub or had their own cabinet.
Giant Tupperware:
Students used giant Tupperware bins to store their food and keep it separate from their roommate's. That way they didn't risk crumbs filtering into their gluten free food. Students also used these tubs to store their dining ware (ie: silverware, pots, pans, plates, cups). Think about it-as much as roommates may try, the average silverware drawer has a few crumbs to spare. In order to decrease cross contamination, keep your utensils and plate ware separate.
Food Storage: Students used a variety of methods to store their foods. Some had pantries in their apartment. In this situation they insisted on having the top shelf in order to avoid having crumbs sift down onto their food. Other students used an entirely separate shelving or cupboard space. Still others kept their food in giant, sealed tubs. No matter what your method, be sure to keep your food separate and labeled. In the refrigerator, keep your condiments separate and labeled as GF. Some students made the mistake of not labeling their peanut butter or mayonnaise, only to find bread crumbs from roommates who were double-dipping the knife. Also try to use the top shelf to store any food or drink that isn't tightly packaged.
Roommate Discussions
friends) that they communicate the accident before you experience contamination. Sometimes roommates think "just a little won't hurt" so it's up to you to teach them that even a dusting of flour makes a difference. The more you communicate with them, the easier your life will be.
There are a few topics that need to be discussed with roommates prior to living together:
CD:
In a few sentences, give your roommates an overview of CD. Use the elevator speeches below as well as foldable business cards to give them perspective.
GF Diet: Your roommates don't need to know every detail about what you can and can't eat. What they do need to understand is that even a crumb of gluten has an effect on your health. So they need to keep their food, cleaning supplies, dishes etc separate from yours. They also need to wipe down surfaces when they're done cooking/baking to avoid getting a dusting of flour on common goods. It's also crucial for you to communicate to them that it's not "ok" to slip up here and there. It isn't a weight loss diet where cheating is allowed here and there. Cheating, in the case of the GF diet, results in damage to your health. 
Labeling:
After defining the GF diet, explain you'll be labeling all your GF food. This isn't to remind you but rather to communicate, "Please don't use this." Explain how expensive the GF diet can be as well as the risk of contamination. It's not that you mind sharing. You're not a germ freak. But the crumb that slips off their knife while they're buttering their bread will make you feel very sick a few hours later.
Cleaning Supplies: While soap and water kill germs, they don't kill gluten. Ask to create a system for you to conveniently stow away your sponge and towels. Ask them not to use your towels for anythingincluding as a make shift hot pad or hand towel.
Cleaning: Acknowledge that you expect to be doing a lot of cleaning while you live with them and that's "ok"--they shouldn't feel bad. It's just a safeguard for your health. However, it is important to ask them to do their part such as wiping up a spill or cleaning out the microwave.
All this being said, don't expect your roommates to always put your needs first. Students expressed that while their roommates understood, they didn't expect them to be perfect or be thinking of the GF diet all the diet. Additionally, your roommates will likely have friends over who aren't aware of your dietary needs. These friends may make the mistake of cleaning something with the wrong sponge or using your food accidentally. Labeling may decrease this challenge but it's not a guarantee.
Be reasonable about your expectations from roommates and do your best to keep it top of mind. On the flip side, some students reported that their roommates went above and beyond-almost to the point of being overly concerned. Explain to them, you've lived with this diet for a while and you know how to manage it. Additionally (if you were diagnosed before going to school) you most likely navigated these situations with family members who did not have celiac disease. You've got it under control-you just want to make sure they're aware.
Grocery Shopping
Depending on where you go to school, finding a grocery store that has GF food can be an immense challenge. However, that doesn't mean you're up a creek without a paddle. Many grocery stores are willing to bring in "special items" if people request them. If they won't, keep in mind there are many foods that are naturally GF -don't overlook them in your search for food! As one student said, "
I think it's pretty easy to get caught up on the gluten free cookies, cakes, brownies, crackers, and bread. But I found that once I re-focused on foods like potatoes, rice, vegetables, and fruits I had more food than I realized. Granted I still had my mac n'cheese that I ordered by the case…"
This student also brings up an important point: the Internet. Don't underestimate the power of ordering food online and having it delivered right to your front door! New Friends Don't forget your new friends at college most likely will have no idea what "gluten" is. It will take some patience and explaining on your part. The students I spoke with highly advise that incoming students be very consistent in what they do and don't eat. If you want your diet to be taken seriously, it's crucial that you are your own advocate and that you speak up to insist upon GF foods-with everyone you encounter. It doesn't need to be the center of your life, but it should play a role in how you live.
Support Groups
Check out local celiac and gluten free support groups on or near campus. They're a wealth of knowledge-even if you decide not to attend meetings. Just joining the list-serve can tell you Be careful about having parties at your apartment. When you invite a lot of friends over, it's impossible to keep the beer out of the kitchen where you cook every day. Keep your GF foods/supplies out of the hands of party goers. Otherwise your expensive GF food and "clean" supplies may wander. If you can, enlist your roommates to help put things back in order afterwards. Otherwise, be prepared to scrub… Relationships For some, dating is half the fun of college. Unfortunately, parties and bars are where some romances start in college so you have to remember that a kiss from a boy or girl who's been drinking is filled with enough gluten to get you sick and affect your villi. So what do you do? Eating Out: 3 Choices  Chance it. Bring the foldable business card and hand it to the waiter to bring it to the cooks.  Eat before. Some students opt to pre-game before a meal and just go to the restaurant to be social and have a drink.  Bring your own food.
Students also said they often pick up a food they know is gluten free from a restaurant close by then meet their friends to dine together.
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Admittedly, some students said that if they didn't know their significant other before the first kiss, they didn't press them about brushing their teeth. As one girl said, "I don ' It's important to remember that yes, even a kiss can affect your health. While students didn't report being perfect, it is a matter of consistency. Say you don't tell them to "clean up" before the first kiss…that sets a precedence that "every once in a while is ok" when in fact it's not. You work so hard to stay GF…why intentionally slip up?
About the Guide… Rebecca Panzer is a registered and licensed dietitian in Boston, Massachusetts. She created these materials as her final project for the master's degree in Health Communication from Emerson College in Boston.
She conducted a nation-wide study to speak with over 60 students with CD. She also spoke with 10 colleges to understand how the GF diet is accommodated. She summarized the stories and feedback from the participants to provide recommendations for incoming college students with CD.  The child's disability  Explanation of why the disability restricts the diet  The major life activity affected  Foods to be omitted, and  The food or choice of foods to be substituted.
You may also need to have documentation about how celiac disease affects the student in the educational setting. Some states have a specific form others require a letter; both of which are completed by a physician. The determination of whether a student has a physical or mental impairment that substantially limits a major life activity is made on a case-by-case basis according to individual school guidelines.
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Tool: GF Business Card
Instructions:
This foldable business card is intended to provide cooking/meal prep instructions for those unfamiliar with the GF diet. Carry these cards with you when you eat out to hand to dining managers or "personal chefs" to familiarize them with the GF diet and issues in cross contamination.
To use:
